Some limits of informed consent

Professor Mark Walport, registrar of the academy, accepted
that the importance of consent related to the potential level of
harm that could result from either the procedure or the shar-
ing of data. With this in mind, surely, the use of anonymised
data could not result in any harm to the individual, and, con-
sent therefore need not be given? Baroness O’Neill agreed
with the conclusion, but said that the best way forward was to
make clear from the outset the purposes or actions for which
the patient was giving informed consent, including the
secondary use of data. But it seemed absurd to insist on spe-
cific informed consent for the use of anonymised data. Firstly,
it would be unfeasible as many data are old and secondly,
because so many people can benefit from the use of such data.
With proper safeguards, generic consent should cover the
anonymous use of data in subsequent studies.

Professor Julian Peto from the Institute of Cancer Research
pointed out that anonymisation of the data does not mean no
one knows to which patient the data refers. Indeed, when
using old data—for example, for comparing rates of breast
cancer and abortion, named data have to be used. Baroness
O’Neill pointed out that anonymisation did not mean nobody
knew the identity of patients, just that they were not
published. She advised that, at some stage well before
publication, data should be coded.
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of a routine hospital visit rather than if it requires a separate visit. As the rate of informed choice is

influenced both by the information provided and the manner in which testing is organised, it is
essential to discover the method of organisation that leads to the highest rate of informed choice. Two
general hospitals were compared, each applying a different method of organisation for maternal serum
screening for Down'’s Syndrome. One hospital offered the test as an extension of the routine blood taking
visit whilst the other arranged for a separate visit to take place especially for the test.

A questionnaire that measured knowledge of the test and attitudes towards it was returned on time by
84% of the 2313 eligible women. The results were measured against eventual uptake and showed that the
proportion of women making an informed choice to accept the test was higher at the routine visit hospi-
tal than the separate visit hospital (41% v 21%). A similar proportion at both hospitals (23%) made an
informed choice to decline the test.

Whether choice is informed or not is more important in some screening programmes than the level of
uptake - particularly in prenatal programmes where the potential outcome can lead to invasive tests or
termination. The authors therefore recommend that a randomised trial is undertaken to determine
whether or not the causal findings from this descriptive study stand up to critical appraisal.
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Patients are more likely to make an informed choice to accept a screening test if it is arranged as part
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